which I feel the layman is eminently suited to work and to make his own peculiar contribution, though I must also add that were it not for the support and encouragement of the medical profession our own progress, such as it is, would not have been possible.
In view of the size and universality of the problem there can be no doubt that the layman needs to be mobilized and encouraged to assist in the care of the disabled within his own locality. In conjunction with those who possess specialized knowledge and experience he is in a position to help the disabled towards a full and meaningful life, to give them a sense of being needed and wanted, and to encourage them towards a greater share in the responsibility for the running of their own homes.
In considering the problem of disability, inevitably the emphasis rests upon the contribution that we as physically fit people, whether professional or lay, are able to make. But it is not a one-way giving. Just as the weak need the strong, so do the strong need the weak. We are the better for being associated with them, not only by virtue of their example, by being able to see what they make of their lives in spite of all that has hit them, but also because the challenge with which they present us compels us to think less of ourselves and more of others: it makes us give of our best and perhaps too brings us closer together, not just as individuals but as nations belonging to a common world and desiring closer unity and better understanding between ourselves.
Dame Albertine Winner (London)
The Chronic Sick in Hospital It is important to realize that the 'young chronic sick' are in fact to a very large extent the middleaged chronic sick. A I Harris (1971, Handicapped and Impaired in Great Britain. HMSO, London), dealing with patients in their own homes, found 19,000 aged 16-29, 97,000 aged 30-49 and 281,000 aged 50-64. The number of patients over this age was, of course, even greater. Of the estimated 157,000 very severely handicapped, only about 3,000 men and 2,000 women are under 30. It has been suggested that there are an equal number in this age group in institutions, though I take leave to doubt this. The problem, therefore, is not one mainly affecting the young. Whether patients come into care because their lesion progresses, or because their parents become old and unable to handle them, I do not knowprobably both are true. But the requirement is primarily for those over 40.
There is an endless controversy between those who hold that the young chronic sick should be cared for in their homes and those who think they should be collected up into small institutions where their needs can be met, involving a greater distance from their families. I am not sure that this is a wholly realistic differentiation. Certainly there are some, especially the truly young, whose needs can best be met if they can be cared for in a Cheshire Home or special hospital. For many, however, separate accommodation in or near the district general hospital would seem to meet their needs. It is important that they should not be mixed with the old and senile, however greatly the latter may benefit from their company. Their accommodation should be separate, if possible structurally separate, where a different tempo of work and leisure can be fulfilled. They need really adequate space in the ward, the day room and workshop, and they also need adequate gymnasium accommodation. It may be that some of them would be best in single rooms, but the nursing requirements are such that this is unlikely to be practical in most cases; however, I do not think they should be in wards ofmore than four, a number which prevents the problems which arise from two incompatible people and is yet small enough to give intimacy.
My own experience has mostly been with patients suffering from multiple sclerosis, motorneurone disease, syringomyelia and Parkinson's disease. We have not had many patients with rheumatoid arthritis, but I think their problems are similar though they sometimes have personality difficulties. Of the very first importance is a really first-class staff of paramedical workers, together with nurses and social workers who are interested in this work and mind about it. For the nurses the work is apt to be heavy and arduous, and there is a lot to be said for many part-time workers who have a life outside and a change of occupation. However, it is essential to have an adequate core of full-timers. Physiotherapists, occupational therapists and social workers must all realize that the demands that will be made on them are not the same as those of acute patients. The tempo is much slower, and these patients need to be gently coaxed into movements, sometimes trick movements, which enormously increase their activity. I cannot stress too much the need for intensive occupational therapy and physiotherapy when the patient first comes in. Sometimes this can enable a patient to be discharged for a time even with progressive or relapsing disease.
It is, I know, not my business to talk about community services, but I cannot help thinking that if patients, after intensive treatment in hospital, had been able to receive physiotherapy nearer their homes they would not have had to go into hospital when they did. I know and agree with the arguments against domiciliary physiotherapy, but a physiotherapist attached to a general practitioner and working in his surgery on a number of patients is a different proposition, and one which should appeal to a number of married physiotherapists. I cannot think but that this would save a large number of hospital beds.
I have said enough to show what my views are about temporary residence and intensive physiotherapy. For the permanent patients, the main need is to build up their morale, and I believe it is important to tell them the truth about their illness and to discuss it at some length. Certainly this is true of the motor-neurone disease patients who have to face increasing disability, though I do not think one should take away all hope from them. The multiple sclerosis patient, who has more brain damage and mercifully usually has a euphoria, is a different proposition, but even here I do not think there is anything to be gained by avoiding the issue; however traumatic the first conversation, in the end they usually come to terms. The motor-neurone disease patient can be helped by good care, good nursing and above all by constant communication with those who can cope with his increasing speech difficulty. In our experience these patients do not die from choking as is generally thought, but from pneumonia or peripheral circulatory failure.
With regard to older patients, their needs in terms of space are similar. They too need ample ward space though here some will do better in single rooms, at least until their nursing needs are too great for this, and it may be possible to have rather larger than 4-bedded wards, but I am sure they should not be too big and should allow for curtaining and other forms of privacy. Nothing is more depressing for patients and staff alike than rows of beds facing each other and occupied by people in varying degrees of mental and physical deterioration. Old people too need to have wide corridors where they can practise walking with hand rails on either side and ample day room space with toilet facilities easily accessible, upholstery and carpets that can easily be cleaned and washed, and good facilities for occupational therapy. A gymnasium is desirable too so that other forms of rehabilitation can be practised. As many as possible should be up, and indeed I would like to see hospital accommodation confined to those who cannot maintain an independent existence in warden-covered sheltered housing with hospital admission confined to intercurrent disease and terminal care. I know that this is an unfashionable belief but I see very little future for welfare homes. I think people should either be in sheltered housing or where they can be properly looked after.
One very important requirement of all the chronic sick in hospital, young and old, is that there should be ample gadgetry and that aids should be available quickly. It is the common experience of all of us that wheelchairs and possums take so long to deliver that the motorneurone patient especially has passed the phase when he can use them by the time they come. It would be valuable if all appliance centres had a pool from which these patients' needs could be met quickly; the appliances could then be taken back into store when the need has passed. The Disabled Living Foundation has an Aids Centre at 346 Kensington High Street, London W14, where living aids are displayed, and they welcome professional visitors; it is necessary to make an appointment.
Finally, I cannot stress too much that good liaison with family and community services is essential. Above all, the need is for a doctor who is intensely concerned and interested in such patients, who provide a most rewarding and worthwhile group which is sorely neglected at present. The Local Authority The involvement of the local authority in the care of the chronic sick has been greatly influenced during the last decade by the development of the idea of community care, and the emergence of the family health team.
For some years now it has been clear to most doctors and nurses working in the local authority health service that total patient care has to be looked at in the light of modern conditions, modern progress and modern thought. Looking at the pattern of patient care outside hospital in the contemporary scene, in terms of clinical and administrative responsibility, it is obvious that the general practitioner group on the one hand and the medical officer of health and his staff on the other are in the central positions. The medical officer of health, or, as he is more appropriately thought of today, the community physician, has the organizing experience and the staff to ensure that teams of nurses and others are available to act as units under the clinical leadership of the GP. It is the responsibility of the medical officer of health to ascertain the totality of medical need in his area, evaluate and monitor the methods of meeting this overall need, and ensure that these needs are met in the most beneficial way available at the time, and within the availability of finance and manpower.
